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Part C of the Individuals with Disabilities Education Act (IDEA) assures federal funds for 
the provision of Early Intervention (EI) services to children under the age of three with 
developmental delays.  Although IDEA emphasizes the need for individualized and family-
centered services, it remains otherwise vague in its policy requirements, allowing states to 
determine the details of their Part C programs‟ structures and service delivery.  The resulting 
variation in states‟ Part C policies combined with the inherently individualized nature of EI 
services has befuddled recent movements to define and quantify service outcomes for child and 
family recipients of Early Intervention. 
This study attempts to characterize the processes and outcomes of Part C policy 
development at a state level in order to elucidate more and less successful strategies.  I 
triangulated methods, combining a systematic review of published EI literature, analysis of 
public documents pertaining to Part C, and in-depth interviews with stakeholders in four states, 
in order to draw conclusions about what factors influence EI policy formation and program 
success. 
Similarities and differences across the four states indicate that the centralization of 
program structure, degree of interagency collaboration, advocacy of key spokespeople, political 
climate, and budgetary limitations all have important effects on Part C policies.  Many of these 
variables also appear to enhance the quality of services delivered.  However, the implications of 
programs‟ policy choices for the children and families they serve proved very difficult to 
determine, reaffirming the EI field‟s current need for and struggle with collecting outcome data.  
As OSEP‟s current reporting requirements move out of their infancy, compiling data at local, 
state, and national levels should facilitate further exploration of the relationship between state 
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 The term Early Intervention refers to a set of health- and education-related services 
provided to infants and toddlers under the age of three who are developmentally disabled, 
delayed, or at risk for delay.  Depending on a child‟s needs, Early Intervention (EI) can include 
services from pediatricians, psychologists, early childhood educators, audiologists, speech 
pathologists, physical and/or occupational therapists, each of whom may provide services on 
anywhere from a weekly to an annual basis.  In most instances, EI professionals will travel to a 
child‟s home in order to provide services in his/her “natural setting” and to work closely with the 
child‟s caretakers and other family members. 
Congress first created a national definition of Early Intervention (EI) in the Education of 
the Handicapped Act (EHA) Amendments, enacted in 1986.  These amendments built on the 
original EHA, passed in 1975, by including children under the age of six, and Part H of the 
amendments specifically outlined services for children between birth and three years of age.  In 
1990 Congress renamed and re-authorized the EHA as the Individuals with Disabilities 
Education Act (IDEA), and in 1997 they revised the definition of EI that had resided under Part 
H of this law, moving it to its current position in Part C of IDEA.  
IDEA, which currently governs the provision of federal funding for state-based EI 
programs, explains the general goals and responsibilities of qualifying Part C programs, and 
describes basic guidelines for the content and implementation of services.  It places particular 
emphasis on family-directed care and the customization of services by promoting caregiver 
participation in the development of an Individualized Family Service Plan (IFSP) for each child.  
This IFSP states the self-identified needs of the child and family that their EI program will aim to 
address.  Depending on the situation, these needs may call for attention from a large 
assortment of professionals, including pediatricians, special educators, psychologists, 
nutritionists, physical therapists, and speech pathologists.  By allowing this personalization of 
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services at the individual level, Part C ensures that EI providers and coordinators can optimally 
assist children and families facing a broad range of disability-related challenges.    
Aside from delineating the fundamental objectives and family-centered priorities of EI 
services, IDEA Part C grants states considerable authority to determine many key details of 
their EI programs, such as eligibility criteria, referral procedures, and administrative structure.  
Giving states this flexibility in program design serves two important purposes.  First, it provides 
state policymakers with the opportunity to tailor their decisions so as to best meet the needs of 
their constituents.  Second, it also facilitates the ready adaptation of many EI-type programs that 
were already in existence when Part H and the later Part C came into effect, thereby minimizing 
financial burden, bureaucratic complexity, and disruption of ongoing care.  For this combination 
of patient-oriented and organizational reasons, the federal laws written to govern Early 
Intervention thus far have been purposefully accommodating of a wide array of state strategies.   
Unfortunately, the resulting variability among EI programs has not produced uniform 
success.  Recent research reveals that nationwide, Part C programs are failing to reach a 
significant percentage of qualifying children,1 or are reaching them too late.2  Furthermore, 
analysis by academic experts demonstrates that many states have neglected to fill the federal 
“policy gap” with specific and useful policies of their own, leading to disorganized management 
and ineffective coordination of care for families.3  These studies and their findings are the result 
of recent movements toward enhanced accountability in government sponsored programs, 
evidence based practice in medicine, and quality improvement in healthcare that have all gained 
momentum in the last ten years.  Public and professional interest in each of these goals has 
pushed Part C programs toward increased evaluation, and encouraged greater attention to data 
collection and outcome measurement within EI than ever before.  In addition, recent funding 
cuts for Part C at the national level have coincided with expansions in EI eligibility and 
participation,4 underscoring the need for states to spend Part C funds efficiently and effectively.   
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Given current concerns about improving the quality of services and establishing 
documented “best practices” within the EI field, the extensive variation that already exists 
among state Part C programs provides a type of natural policy laboratory.  Examining how and 
why individual states have made specific choices about EI program structure and 
implementation, as well as the perceived repercussions of these choices, may provide valuable 
insights for future reform efforts at both the state and national level.  To that end, this paper 
presents a comparative analysis of EI in four states selected to represent a diversity of social, 
political, and economic variables that may influence policy development.  Illustrative differences 
in the scope and design of Part C programs within these four states help to answer two focused 
research questions: 
1. How do underlying conditions (social, political, economic, or otherwise) shape the 
development of EI policy decisions at the state level? 
2. How do states‟ EI policy choices either enhance or impede their achievement of Part 
C goals, namely the effective and coordinated delivery of individualized, family-
centered services? 
 
Study Design & Methods 
Study Design 
 In order to address these two research questions, I relied on the triangulation of several 
independent methods of inquiry.  My investigation involved three complementary approaches:  
1. A systematic review of published literature pertaining to EI policy development and the 
evaluation of Part C programs [Appendix A]; 
2. Analysis of public documents concerning EI, including federal and state legislation as 
well as non-peer-reviewed publications by public or government-funded organizations 
such as the Early Childhood Outcomes (ECO) Center, the National Early Childhood 
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Technical Assistance Center (NECTAC), the IDEA Infant & Toddler Coordinators 
Association, and the Data Accountability Center (DAC); 
3. Structured, in-depth interviews with key EI stakeholders in the four states selected for 
case study. 
Selecting States for Case Study 
Ideally my comparative analysis would have encompassed all 50 states in order to 
provide a thorough and comprehensive picture of the trends and disparities, successes and 
failures in state level Part C systems across our nation.  Given the impracticality of conducting 
interviews and assessing EI policy in every U.S. state within the time available, I chose to 
examine a sample of four states in an abbreviated “case study” of Early Intervention programs.  
Experts in the field of research methods have asserted that case studies, just as much as 
statistical studies, can “arrive at valid inferences by the systematic use of well-established 
procedures of inquiry.”5(p.6)  In the sections below, therefore, I explain the scientific methods that 
I used to conduct my investigation, and thus validate the findings attained via these methods.   
My purpose in selecting states for case study was to capture a sufficiently wide 
distribution of underlying state attributes such that the Part C decisions made by these states 
would represent a broad spectrum of EI policies and program designs.  Using the logic of 
inference, this variety in choices – and any observed correlations with policy results – should 
improve our understanding of what state decisions facilitate effective and efficient EI systems.    
In order to identify states likely to have varying approaches to Part C policy 
development, I collected data on all 50 states for seven variables related to health, education, 
economics, demographics, or politics.  I chose these variables based on the probability that they 
represent key characteristics of a state that could influence the state‟s orientation toward EI 
policy, and also based on the availability of stratified, state level data for each variable.   
Using the categories provided by the original data source for each variable, I assigned 
consecutive integer point values to these categories, with lower values representing more 
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conservative qualities, and higher ones representing increased progressiveness [Table 1].  I 
then tabulated the results of these point assignments for all seven variables and all 50 states, 
and summed the point values for each state to achieve a total “progressiveness” score [Table 
2].  Finally, I re-stratified this total score into four categories of expected progressiveness of EI 
policy, and mapped the progressiveness ratings of the fifty states [Figure 1]. 
From the resulting map I was able to choose one state from each rating category while 
attempting to maintain a geographically heterogeneous group.  At the conclusion of this 
process, I had settled on four states from four different geographic regions of the U.S. – 
Connecticut from the Northeast, Kansas from the Midwest, North Carolina from the South, and 
Utah from the West – which represented the four different progressiveness rating categories 
that I had created. 
Table 1 – Stratified Variables & Point Value Assignments for State Selection 
Name Source Point Value Assignment 
Spending 
Total State Expenditures per Capita, SFY2007.                                             
Kaiser Family Foundation,                                             
http://www.statehealthfacts.kff.org 
1: $3,209-4,027                               
2: $4,236-5,051                                   
3: $5,230-6118                                     
4: $6,392-16,952 
Politics 
Political Party Affiliation, 2008.                                              
Gallup Poll Daily tracking data,                    
http://www.gallup.com 
1: Solid Republican                          
2: Leans Republican                          
3: Competitive                                  
4: Leans Democratic                                   
5: Solid Democratic 
Youth 
Youth <18 Years Old as % of Population, 2007.                                      
Kaiser Family Foundation,                                             
http://www.statehealthfacts.kff.org 
1: 21-25%                                        
2: 25-26%                                       
3: 26-27%                                          
4: 27-33% 
PCP 
Supply of Primary Care Providers, 2008.                                                       
The New York Times,                                      
www.nytimes.com/2009/04/27/health/policy/27care.html 
1: <70 per 100,000                          
2: 70-90 per 100,000                       
3: 90-110 per 100,000                     
4: >110 per 100,000 
Reform 
Progress Toward Health Care Reform, 2008.                                        
Kaiser Family Foundation,                                                  
www.kff.org/uninsured/kcmu_statehealthreform.cfm 
1: No Proposal                               
2: Proposed Universal Coverage                             
3: Enacted Universal Coverage 
Uninsured 
Percent of Children 0-17 Uninsured, 2005-6.                                          
The Commonwealth Fund,                                                   
http://www.commonwealthfund.org 
1: >16%                                            
2: 10-15.9%                                       
3: 7-9.9%                                        
4: <7% 
Schools 
School Finance Grade.                                           
Education Week, Quality Counts 2009,                                
http://www.edweek.org/go/gc09 
1: D, D+                                              
2: C-, C, C+                                       
3: B-, B, B+                                               
4: A- 
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Table 2 – State Progressiveness Ratings from Seven Variables1 
State Name Spending Politics Youth PCP Reform Uninsured Schools Total Rating
2
 
Alabama  4 3 3 2 1 4 2 19 3 
Alaska  4 1 4 4 1 3 3 20 3 
Arizona  2 3 4 2 1 1 1 14 1 
Arkansas  3 5 3 2 1 2 2 18 3 
California  2 5 4 2 2 2 2 19 3 
Colorado  1 5 3 3 2 2 2 18 3 
Connecticut  4 5 2 4 2 4 3 24 4 
Delaware  4 5 2 4 1 2 3 21 4 
Florida  1 4 1 2 1 1 2 12 1 
Georgia  1 3 4 2 1 2 2 15 2 
Hawaii  4 5 1 4 1 4 1 20 3 
Idaho  1 1 4 1 1 2 1 11 1 
Illinois  1 5 3 3 2 3 2 19 3 
Indiana  1 4 3 2 1 3 2 16 2 
Iowa  2 5 2 2 2 4 2 19 3 
Kansas  2 3 4 2 2 4 2 19 3 
Kentucky  3 5 2 2 1 3 2 18 3 
Louisiana  4 4 4 2 1 2 1 18 3 
Maine  3 5 1 4 3 3 3 22 4 
Maryland  3 5 3 4 1 3 3 22 4 
Massachusetts  4 5 1 4 3 4 3 24 4 
Michigan  2 5 3 3 1 4 3 21 4 
Minnesota  3 5 2 4 2 3 2 21 4 
Mississippi  3 3 4 1 1 2 1 15 2 
Missouri  1 5 2 2 1 3 2 16 2 
Montana  2 3 1 2 1 2 2 13 1 
Nebraska  2 2 3 2 1 3 2 15 2 
Nevada  1 5 3 2 1 1 1 14 1 
New Hampshire  1 5 1 4 1 4 3 19 3 
New Jersey  3 5 2 3 2 2 3 20 3 
New Mexico  4 5 4 3 2 1 2 21 4 
New York  3 5 1 4 2 3 3 21 4 
North Carolina  2 5 3 2 1 2 1 16 2 
North Dakota  3 3 2 3 1 3 2 17 2 
Ohio  2 5 3 3 1 4 3 21 4 
Oklahoma  3 4 4 2 1 2 1 17 2 
Oregon  3 5 1 3 2 2 2 18 3 
Pennsylvania  2 5 1 3 2 3 3 19 3 
Rhode Island  4 5 1 4 1 4 4 23 4 
South Carolina  2 3 2 2 1 2 2 14 1 
South Dakota  1 3 3 2 1 3 2 15 2 
Tennessee  1 4 3 2 1 3 1 15 2 
Texas  1 3 4 1 1 1 1 12 1 
Utah  1 1 4 1 1 2 1 11 1 
Vermont  4 5 1 4 3 4 3 24 4 
(Continued on next page) 
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(Continued from previous page) 
State Name Spending Politics Youth PCP Reform Uninsured Schools Total Rating
2
 
Virginia  2 4 2 2 1 3 2 16 2 
Washington  2 5 2 3 2 3 2 19 3 
West Virginia  4 5 1 3 1 3 3 20 3 
Wisconsin  3 5 2 3 2 4 3 22 4 
Wyoming  4 1 2 2 1 3 4 17 2 
 
1
Compiled and calculated by author using the sources and point value assignments in Table 1. 
2 





Figure 1 – Progressiveness Ratings of the 50 States 
 
Interviewing Part C Stakeholders 
 After selecting the states for case study I began the next phase of my research, which 
consisted of conducting in-depth, structured interviews with EI stakeholders in each of these 
four states.  The purpose of these interviews was to illuminate the processes and outcomes of 
EI policy decision making in each state using a method of process tracing.6  Interviewing 
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knowledgeable stakeholders has been previously used by expert scholars, and accepted as a 
legitimate method of exploring policy formation.7  In order to maximize the scope of my data, I 
chose to target individuals who represented five key perspectives on Early Intervention: 
legislators; state-level administrators or coordinators; members of the State Interagency 
Coordinating Council (SICC); Part C providers; and parents of children who had received Part C 
services.   
 I identified potential interview respondents in several stages.  First, I used NECTAC‟s 
online listing of Part C coordinators by state (http://www.nectac.org/contact/Ptccoord.asp) to 
obtain the name and email address of each state coordinator.  Next, I used the Google internet 
search engine to locate the four states‟ Early Intervention websites, and explored these for 
listings of agency personnel and members of the SICC who fulfilled one or more of the 
perspectives I sought (e.g., provider, parent, legislator).  The websites for North Carolina‟s and 
Connecticut‟s programs did not include contact information for all of their SICC members, 
therefore in each of these two states I had to email a single SICC contact listed on the website 
to inquire about names and contact information for other Part C stakeholders in that state. 
These three steps produced the names and email addresses of 43 individuals from the 
four states.  I contacted these individuals via email using a standardized recruitment message 
that provided information about my research project and requested an interview [Appendix C].  
The recruitment message also solicited recommendations for any other individuals with whom I 
should speak about their states‟ Part C programs.  These requests resulted in five additional 
contacts, making a total of 48 individuals from whom I requested interviews.   
Of the 48 people contacted, 19 agreed to an interview – four from Utah, four from North 
Carolina, six from Kansas, and five from Connecticut – and 14 of those 19 actually scheduled 
and completed an interview upon follow-up.  The highest response rates were among state level 
administrators, SICC members, and providers; the lowest were among parents (three agreed to 
participate but only one completed an interview) and legislators (none agreed to participate).  
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For this reason I was unable to obtain interviews with all five of the perspectives I had hoped to 
represent.   
Response rates were also unevenly distributed among the four states – Kansas provided 
five interviews, North Carolina provided four, Utah provided three, and Connecticut provided two 
– despite repeated attempts to recruit additional individuals in the latter two states.  Although 
five individuals from Connecticut originally agreed to participate, three of these five failed to 
respond to numerous follow-up emails about scheduling an interview.   
In total, I conducted 14 telephone interviews with Part C stakeholders from Connecticut, 
Kansas, North Carolina, and Utah during June and July of 2009 [Table 3].  For each of these 
interviews I used the same structured interview protocol [Appendix D].  This protocol consisted 
of open-ended questions that I developed based on the knowledge gained through my 
systematic review of published literature and analysis of public documents pertaining to Early 
Intervention.  Interviews lasted anywhere from 22 to 81 minutes, depending on the availability of 
the respondent‟s time and the extensiveness of his/her comments.  The average interview 
length was 46 minutes.  
Table 3 – Interview Respondents 
State Name Position Date 
Connecticut Linda Goodman State Director of Part C System ("Birth To Three") 6/18/09 
Connecticut Mark Greenstein Chairman of State Interagency Coordinating Council 6/19/09 
Kansas Susan Carriger Family Service Coordinator from Local Provider Agency 6/15/09 
Kansas * Individual Provider of Part C Services 6/16/09 
Kansas Linda Mitchell Chairwoman of State Interagency Coordinating Council 6/23/09 
Kansas * Member of State Interagency Coordinating Council 6/24/09 
Kansas Richard Martinez Parent Recipient of Part C Services 6/24/09 
North Carolina Duncan Munn Former State Director of Part C System ("Together We Grow") 6/22/09 
North Carolina Patrice Neal Chairwoman of SICC Child & Families Committee 6/22/09 
North Carolina Robin Rooney Academic Researcher and Child Outcomes Consultant 7/1/09 
North Carolina * State-level Part C Administrator 7/1/09 
Utah Sue Olsen Director of Local Provider Agency 6/15/09 
Utah Patti Van Wagoner Rep to SICC from Division of Child & Family Services 6/16/09 
Utah * State-level Part C Administrator 6/30/09 
 
*Respondent requested to be identified by position only 
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At the beginning of each interview, I asked the respondent whether he/she agreed to 
having the interview recorded, and whether he/she would permit me to use his/her name, 
position, and/or any direct quotes from the interview in my writing.  All respondents agreed to 
recording of their interviews.  I recorded the interviews using a digital voice recorder, and used 
the recorded files in combination with my hand-written notes to create accurate transcripts of the 
interviews.  Finally, I reviewed and coded the written transcripts according to a systematic 
coding procedure [Appendix E] in order to elucidate themes across the content of these 14 
stakeholder interviews.  The results of this coding and analysis comprised the basis for my 
project‟s main findings, detailed below. 
 
Influence of State Variables on EI Policy and Services 
History, Structure, and Leadership 
In each of the four states studied, interview respondents described the structures of their 
EI programs as key determinants of service quality.  At the time of interview, the states in this 
case study had chosen to house their EI programs in four different departments – Health (Utah), 
Public Health (North Carolina), Health & Environment (Kansas), and Developmental Services 
(Connecticut).  Interestingly, three of the states had at some point moved or considered moving 
EI from one lead department to another in order to improve connections with important groups, 
such as health care providers, other agencies serving early childhood, or programs targeting 
education and social services for the disabled.  For example, North Carolina‟s decision to 
transplant EI from the Division of Mental Health to the Division of Public Health several years 
ago resulted largely from a desire to strengthen ties with the medical community, according to 
the program‟s former director, Duncan Munn.8  This strategy succeeded wildly, quadrupling the 
number of referrals to EI within the first year,9 and ultimately reducing the average referral age 
from 2 years in 2000-01 to approximately 1 year and 2 months today.8   
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Connecticut‟s transfer of Part C in 1996 from the Department of Education to the 
Department of Mental Retardation – now the Department of Developmental Services – 
established tighter links with closely related programs such as autism family support and mental 
health services.  However, this action simultaneously distanced Part C from its counterpart 
program for preschool-aged children – known nationwide as Part B, reflecting its origins in Part 
B of IDEA legislation – because Connecticut‟s Part B remained in the Department of Education.  
As Mark Greenstein, chairman of Connecticut‟s SICC, attested, this distance has somewhat 
complicated transitions for children moving from Part C to Part B, even though the state has 
worked hard to improve the transition process for families.10   
Changes in a state‟s lead agency for Part C can benefit certain features of EI service 
delivery, and harm others.  This may explain why Kansas governor Kathleen Sebelius, when 
considering whether to move EI from Health & Environment to either Education or Social & 
Rehabilitation Services, appointed a special committee to examine the issue and provide her 
with recommendations.11  Although Sebelius left Kansas to become the U.S. Secretary of Health 
& Human Services before she could reach a judgment, her level of forethought testifies to the 
potential ramifications of this policy decision.  This case study does not imply that any one 
department is a better location for Part C than is another, but rather that its placement should be 
considered with the specific goals and the most critical stakeholders of the state‟s EI program in 
mind. 
Despite their differences in lead state agency, the essential structures of the Part C 
programs in the four states studied are quite similar.  Each involves a central state office that 
coordinates with multiple local provider agencies – anywhere from 15 in Utah to 47 in 
Connecticut – which then hire and/or contract with individual providers to supply EI services for 
their enrolled families.  Kansas‟ 36 local agencies are called “networks” and North Carolina‟s 18 
are referred to as Children‟s Developmental Services Agencies, or CDSAs.  The geographic 
region served by a single local agency may be as small as one town or as large as several 
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counties, and local agencies can be managed by a variety of organizations, such as 
universities, school districts, not-for-profits, proprietary companies, local health or social service 
agencies, and community service or disability resource centers.  Every local agency must 
decide how best to combine hired staff and contracted, non-staff professionals in order to 
assure that the full spectrum of EI services are available for its recipients.   
Within this typical bureaucratic arrangement, however, the concentration of power and 
degree of coordination varies considerably, and can have important implications for each state‟s 
ability to promote program-wide goals.  Interestingly, the two states where respondents 
specifically mentioned the strength of their central offices – North Carolina and Connecticut – 
occupy opposite ends of the spectrum in terms of employment structure.  North Carolina‟s 
Division of Public Health (DPH) directly manages 14 of its 18 CDSAs – employing all of the staff 
at these centers – with only the remaining four operated by separate groups in contract with the 
DPH.  Connecticut, on the other hand, contracts individually with each of its 47 local provider 
agencies.  Linda Goodman, the state director for Connecticut‟s EI program, described it thus: 
We‟re a very centralized administration…In our state we basically have 
state government and municipalities; there are no county structures.  So the 
administration for Part C is all with the state agency.   We then have direct 
contracts with local agencies who operate comprehensive Part C programs.12   
 
Although the configurations of these two states‟ EI systems diverge significantly, 
stakeholders within each perceive their program to be more effective because of its structure.  
Duncan Munn, North Carolina‟s former Part C director, said that the centralization of his state‟s 
Part C services particularly aids families, because “you have a single line of accountability from 
the local to the state.  The public system is responsible for service coordination and doing 
IFSPs, so if a family has a problem with their IFSP there‟s a straight line shot to the top of the 
state government.”8   
In fact, both Connecticut and North Carolina have used the strong leadership of their 
central offices to increase options for families at the local level.  In most states, including Utah 
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and Kansas, only one local EI agency serves a given geographic area.13, 14  Furthermore, these 
agencies often contract with a very small group of individual service providers, particularly for 
“related services” such as occupational, physical, and speech therapy.  Therefore, although EI 
services should ideally respond to recipients‟ changing goals and needs – given the principles of 
individualization and family-centeredness articulated at a national level in IDEA – families may 
find themselves without services in a key developmental arena for months on end.  Richard 
Martinez, a parent from Kansas, found himself in just this situation with his daughter, Grace: 
I was disappointed that it took us awhile to get a physical therapist.  Once 
we did, it was great, but as you probably know the clock doesn‟t stop.  If it takes 
you six months to find a therapist, or six weeks, or whatever, you know you don‟t 
get those six weeks back...when they turn age three.  So I was a little 
disappointed in how long it took specifically with physical therapy.15 
 
In an effort to solve this problem, North Carolina‟s DPH has instructed its CDSAs to 
“recruit as many providers as [can] meet the qualifications,”8 so that families do not experience a 
delay in receiving services when new therapy needs arise.  Connecticut has gone even further, 
mandating that every geographic region be served by at least two different local Part C 
agencies, and thereby assuring families the opportunity to select their EI providers.12  In 
addition, Connecticut has pioneered a new network of 13 diagnosis-specific EI programs – 10 
targeting autism, and 3 for deaf or hearing-impaired children – available throughout the state. 
 According to respondents in North Carolina and Connecticut, these two states have 
utilized the strength of their Part C administrations to increase patient choice, and thereby 
improve the quality and individualization of EI services at a local level.  But how and why did 
each of their state administrations gain such influence over local agencies?  Part of the 
explanation may be a long history of providing similar services, as both Connecticut and North 
Carolina had designed and operated EI programs prior to the passage of Part H in 1986.8, 12  
However, Utah also provided EI services before the birth of this defining federal legislation,13 
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and its central Part C leadership has not displayed the same ability to enhance the flexibility and 
responsiveness of services for families.   
Another important contributing factor may be the opportunity for change, because both 
Connecticut and North Carolina have undergone significant restructuring in their Part C 
programs.  When Connecticut‟s EI program – called “Birth to Three” – moved from the 
Department of Education to its current location in 1996, head administrators were able to 
harness their years of experience to redesign certain aspects of the system.  As Linda 
Goodman explained: 
We structured it based on our experiences over the previous fifteen years 
or so…We knew some things that we wanted to change, and we figured Birth to 
Three could almost be the guinea pig…So much change was happening that we 
were able to make all these changes without the usual political backlash.12 
 
One of the major changes was to institute a new payment scheme for EI providers in 
Connecticut, paying them primarily via capitation with only supplemental fee-for-service 
arrangements in the cases of children with exceptional needs.12   
Several years later, Connecticut also reformed its system for screening and enrolling 
children by creating a single intake telephone line for the state – termed the Child Development 
Info Line – which is operated by the United Way.12  Personnel at this central office screen calls 
from caretakers and professionals all over the state and, depending on the particular situation, 
can enroll children in Birth to Three or in several other statewide programs such as Part B and 
Children with Special Health Care Needs.12  These efforts to reorganize the protocols for child 
intake and provider payment in Part C based on years of prior experience have undoubtedly 
added to the strength of Birth to Three‟s central administration, and have allowed Connecticut to 
serve its EI population more effectively. 
The restructuring of North Carolina‟s Part C system has been even more dramatic than 
was that of Connecticut‟s.  Again, a change in lead state department – from the Division of 
Mental Health to the Division of Public Health in the early 2000‟s – accompanied and facilitated 
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other reform.  Prior to this time, EI in North Carolina had depended on the coordination between 
two networks of local organizations.  Developmental Evaluation Centers (DECs) served as 
“multidisciplinary diagnostic facilities” that determined children‟s eligibility for EI, and then 
referred those eligible on to Mental Health and Developmental Disabilities (MHDD) agencies, 
where services were provided.8   
Recognizing the pitfalls of a two-part system, administrators set about to re-engineer the 
layout of their program.  Duncan Munn depicted the reform process as follows: 
You had two different agencies with different accountability, different 
policies…It was a bit fragmented…We kind of had to look at some ways to 
streamline the system, and…eventually what happened was Early Intervention, 
all components of it from the evaluation to the services, were comprised under 
one unit.  
 
North Carolina vastly improved the efficiency and effectiveness of its program when it 
consolidated all of the state‟s Part C responsibilities into a single network of CDSAs, operated 
directly by the Division of Public Health.  It also heightened the public awareness and 
accessibility of services, boosting the system‟s enrollment from 4,000-5,000 children per year in 
the early 2000‟s to approximately 15,000 per year today.8, 9 
In both North Carolina and Connecticut, stakeholders‟ comments indicate that 
longstanding histories of providing EI services, combined with the opportunities to capitalize on 
this expertise and effect meaningful changes within their systems, have produced Part C 
programs with strong central leaderships.  Strong leadership and thoughtful reform, in turn, have 
translated into important benefits for EI recipients, and bolstered the quality of services 
delivered.   
Stakeholder Interaction 
 Respondents in all four states cited the strength of inter-stakeholder relationships as an 
influential factor in both EI policy formation and the ultimate success of Part C programs.  The 
SICC, whose existence and general composition are dictated by IDEA, is the most obvious site 
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for constructive collaboration.  However, the perceived utility of the SICC for policy innovation 
and implementation varied widely among states, and even among interviewees within the same 
state.  Those who did feel that the SICC served a useful purpose noted several features that 
made it particularly helpful to the state agency.   
Several stakeholders specifically mentioned the length of time that SICC members 
remained on the council as a determinant of its efficacy.  Respondents from North Carolina, 
Kansas, and Connecticut all testified to the benefits of having stable agency representatives 
over many years, in order for them to establish good working relationships with one another.8, 10, 
12, 14  Duncan Munn‟s comment illustrates this point:  
It came down to having a small number of state leaders, relatively small, 
from the major different agencies, who really had been there for awhile…It was a 
fairly consistent leadership group, and people got to know [us], and we knew 
each other well.  We trust[ed] each other, and that helped – having kind of a 
visible team of people who knew how the system worked.8 
 
Richard Martinez of Kansas discussed the challenges involved for parent SICC 
members, who must “get up to speed” on the language and legislation pertaining to Part C 
before they can offer substantive policy recommendations.15  Whether because of lack of time 
for this substantial commitment, and/or the frustrations of this steep learning curve, parent 
members tend to turn over more quickly than do other groups, as noted by another member of 
Kansas‟ ICC.14, 15  These shorter terms may prevent parents from affecting agendas to the same 
extent as do their longer-serving colleagues, and deny the SICC the benefit of informed family 
input.  On the other hand, turnover can improve the vitality of the SICC by incorporating new 
viewpoints.  Linda Mitchell, the chairwoman of Kansas‟ ICC, said that a staggered turnover – 
where some members of each group change regularly – nets both benefits for the SICC, by 
balancing fresh ideas against a historical perspective.11   
Respondents also observed that the structure and procedures of the SICC, in addition to 
its membership, could significantly influence its functionality.  Stakeholders in Kansas, North 
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Carolina, and Utah emphasized the value of subcommittees their SICCs have created to 
address the explicit goals of the state‟s Part C administration.9, 13, 16  In each of these states, 
SICC members have organized themselves into work groups focused around specific program 
functions, performance targets, and/or tenets of the state‟s annual strategic plan.  By narrowing 
their topic areas and group sizes, these subcommittees have found that they can more 
productively execute the SICC‟s overarching mission to assist and advise its state-level EI 
program.   
Recognizing that fulfillment of this mission also requires keeping abreast of EI 
challenges and successes at the local level, Kansas‟ SICC has instituted a policy of rotating its 
meetings around the state, inviting local program leaders to attend and share their stories.  This 
innovation has been so popular that three of the five individuals interviewed in Kansas 
specifically mentioned it as a strength of their SICC.11, 14, 16  Although respondents in every state 
had mixed opinions about the expediency of the SICC, their remarks suggest an ideal SICC that 
mixes experiential knowledge with new insight, responds to local challenges and statewide 
goals, and works via focused, team problem solving.  These features, taken together, might 
immeasurably improve a SICC‟s capacity to strengthen EI policy for its state, and thereby 
support the quality of Part C services.   
Given that the SICC‟s utility as a collaborative forum appears to vary widely, how and 
where else have state Part C administrators fostered cooperative partnerships outside their 
agencies?  First and foremost, respondents in all four states mentioned collaboration between 
Part C and Part B in order to improve the transition process for children moving from one to the 
other around their third birthday.9-12, 17  In Kansas, the Wichita school district has even hired a 
coordinator to assist with these transitions by serving as a communication point for both 
agencies, and working specifically to align the programs‟ procedures so as to enhance 
continuity for families.11   
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Stakeholders in every state also mentioned coordination between Part C and the 
Department of Social Services, whether via communication with the foster care system or by 
accepting referrals from Child Protective Services in accordance with the Child Abuse 
Prevention and Treatment Act (CAPTA).8, 12, 13, 18-20  Since 2003, CAPTA has required that any 
child involved in a substantiated claim of abuse or neglect be screened for Early Intervention, 
and thus has contributed to a substantial number of referrals to EI.  According to its state 
director, Linda Goodman, Connecticut‟s Part C program receives between 300 and 400 referrals 
from Child Protective Services annually.12  Connecticut‟s EI administration has also crafted 
special referral arrangements with the state Department of Health and with the Disability 
Determination Services (DDS) unit within the Department of Social Services.  According to 
these agreements, Part C receives the names of all children born weighing less than 1000 
grams or at fewer than 28 weeks gestation, diagnosed with hearing loss in the newborn period, 
or registered by their parents as having an EI-eligible disability before the age of three.12   
In addition to recounting specific collaborative initiatives and interagency agreements, 
interviewees in Utah and North Carolina each remarked on their EI program‟s inclination to view 
itself as part of a larger system of social services designed to aid children and families.8, 9, 19, 20  
Although EI‟s relationship to other social services may be factually apparent in every state, 
respondents in these two states in particular stressed the importance of this collective viewpoint.  
Patti Van Wagoner, Utah‟s SICC representative from the Division of Child and Family Services 
stated: 
There is a lot of collaboration that goes on in Utah regarding the major 
systems that work with families…We generally are a state that comes together and 
tries to look at how we can serve the population – not “how can I get more for my 
population and take from another population?” but “how can we provide the best 
services we can to all the families and children that are in need?”19 
 
The former Part C director in North Carolina expressed a similar sentiment based on his 
experiences: 
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We didn‟t just focus on kids under three with special needs; we looked at 
it as we were part of a service system for all kids…We felt we‟ll never have a 
good system for Early Intervention if we don‟t have a good system for all kids.  If 
we don‟t have high quality child care, don‟t have good credentialing standards or 
good Head Start centers, we aren‟t much of a system.  So in all of our policies we 
tried to think about not just kids with special needs, but [about] “how does this 
impact all kids?”  And of course it took longer to develop things, but I think we 
had a better product in the end because it had more stakeholders‟ ideas.8 
 
 Clearly the EI programs in all four states have worked hard to build strong connections 
with other agencies and stakeholder groups, above and beyond their interactions in the setting 
of the SICC.  These connections, in turn, have generated benefits in multiple areas.  Working 
within the confines of tight budgets, several states‟ Part C programs have combined forces with 
allies in order to achieve common goals.  In Connecticut‟s case, the Part C and Part B 
administrators jointly fund early childhood training sessions for their service providers.12  In 
North Carolina, EI leaders have been able to coordinate financing with the program Smart Start 
in order to improve services and supplies at child care centers serving kids with special needs.8   
 Allied programs can also present a united front to state legislatures, supporting one 
another‟s appeals in the understanding that a gain for any one agency strengthens the early 
childhood system as a whole.  As Linda Mitchell, Kansas‟ SICC chairwoman, explained, “I think 
having multiple stakeholder groups send the same message is what has really helped us over 
the past two to four years…so [the legislature is] not getting a mixed message about what we 
think about early childhood.”11  North Carolina stakeholders also emphasized the value of 
reciprocal advocacy, giving the following example: 
When we wanted to go ahead and develop credentialing standards for the 
Early Intervention professionals, then the child care community got on board and 
they advocated for us, because they saw that if there are better Early 
Interventionists going to the day care centers that would obviously make the day 
care centers a better place.8 
 
In an era of quickly proliferating and often redundant bureaucracy, effective coordination among 
state agencies also helps convince lawmakers that any requested funding will not be wasted on 
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initiatives that replicate those of a parallel program.  Duncan Munn described this benefit of 
solidarity during his time in EI: “When I approached the general assembly and I said „Early 
Intervention needs this,‟ they knew it would not be used to duplicate things that Head Start was 
doing….They knew we had a good system for organizing what we wanted to do with the kids.”8 
Finally, outside partnerships undoubtedly fortify the publicity and “child find” efforts of 
Part C programs.  Cooperation between state Departments of Social Services and EI, facilitated 
by CAPTA, as well as other interagency agreements – such as Connecticut‟s understanding 
between Part C and the Department of Health – help to identify potential recipients of EI.  In 
addition, Connecticut‟s single intake telephone line for multiple child service programs renders 
these groups‟ outreach and recruitment efforts complementary, since new calls to the line can 
benefit any of the agencies served. 
Based on this case study, it appears that the SICC can be a useful forum for EI 
stakeholder interaction, but that its utility in this regard varies considerably across states.  
However, the strength of a state‟s SICC does not always correlate with the degree of 
stakeholder collaboration taking place, as respondents in each state depicted partnerships that 
have been fashioned independently between EI‟s lead agency and other related programs.  No 
matter how they are forged, strong inter-stakeholder relationships in these four states have 
significantly amplified the ability of Part C leaders to enact meaningful EI policies, and thereby to 
benefit their target populations. 
Publicity and Public Awareness 
Interviewees painted a surprisingly similar picture of Part C publicity policies, as well as 
the effects of public awareness on EI‟s capacity to deliver services.  First, Part C programs‟ 
publicity efforts do not tend to rely on press coverage.  Most stakeholders could not recall any 
recent media campaigns to benefit their programs.  One respondent, the director of a local 
provider agency in Utah, stated “We personally get really good coverage from our local 
newspapers about different aspects of our program,”17 but several other stakeholders expressed 
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frustration with a lack of adequate press interest in Early Intervention.12, 15, 18  Linda Goodman, 
Connecticut‟s Part C director, took this observation to the national level: 
We don‟t get a lot of media attention…even nationally.  You know, you 
read articles about people, celebrities who have children with disabilities, and 
sometimes you get this hint that…they‟re getting physical therapy, and you know 
that that‟s Part C, but it‟s never ever mentioned…I would say it‟s a huge national 
secret that there is an Early Intervention system in every single state, because I 
don‟t ever read much about it. 
 
Instead of depending on press coverage that may not be forthcoming from media outlets 
who do not identify EI as newsworthy, EI systems target their publicity efforts at referral sources 
such as medical offices, neonatal intensive care units, child care centers, and health fairs.8, 10, 12, 
13, 17, 18, 20  As part of this strategy, Part C programs also focus the majority of their public 
awareness campaigns at the local rather than the state level.9, 13, 14, 17, 20  In some states this 
seems to be a policy decision, such as in Kansas, where “the philosophy of [the] state lead 
agency has been that the public awareness [and] child find components are the responsibility of 
the local networks.”14  In others, however, administrators may simply feel that local efforts tend 
to be more effective.  Comments by a state-level Part C administrator in Utah espouse the latter 
view: 
In the beginning of Part C we had a lot of publicity at the state level…It 
seems now that those kind of major publicities are not needed because the 
program has been around for over 20 years, and [instead] it is a lot of local 
relationship building between the agencies and especially medical providers.13  
 
 Because Part C programs have a very low media profile and concentrate their child find 
initiatives within local referral populations, gaining public awareness at a state level often 
depends on active spokespeople who can place EI in the public eye.  Stakeholders in every 
state listed state legislators and parents as important champions for their EI program.8-20  
Depending on the state, respondents also mentioned a variety of other spokespeople, including 
a former Kansas governor,14 a former Utah governor‟s wife,13 the president of the North Carolina 
Pediatric Society,8 and several influential business leaders in Kansas.11 
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Key informants in all four states observed the particular power of spokespeople who 
could share personal stories.  This theme was most consistently noted in reference to parent 
champions.  As one Part C administrator in Utah remarked, “the legislators that have oversight 
over our program…are most impressed when the families contact them and tell them their 
individual stories.”13  Richard Martinez, an active parent champion for Early Intervention in 
Kansas, echoed this conviction: “I firmly believe that it really needs to be the parents and the 
people being served who need to lobby in order to get the message across.”15  Multiple 
respondents also discussed how spokespeople in non-parent roles often acquired their 
motivation from individual experiences they, family members, or friends had had with EI 
services.11-13, 19  “We‟ve had lots of state legislators who‟ve had personal experiences with Birth 
to Three,” commented Connecticut‟s Part C director, “and I think that goes a long way.”12 
In summary, respondents have fairly similar views of the influences on and results of EI 
publicity.  Part C programs pursue child find activities primarily at a local rather than a state 
level, and – given the absence of significant media exposure – tend to operate via social 
networking with likely referral sources.  Therefore, relationships with a community‟s medical and 
child care providers can have a large effect on the ability of its EI system to reach eligible 
children.  Second, at a state level Part C programs are most successful at raising their public 
profiles and lobbying their state legislatures when they have spokespeople with personal stories 
to relate.  States with visible champions – whether families, other respected public figures, or 
legislators themselves – who can share positive EI experiences are better positioned to recruit 
both funding and recipients for their Part C services. 
Funding, Eligibility, and Enrollment 
In each of the four states studied, stakeholders were intense and passionate in 
discussing the influence of large payers on EI policy changes at the state and local level, as well 
as the results of these changes for providers and families.  Early Intervention programs 
generally draw their funding from several sources, including federal Part C grants, money 
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appropriated by their state legislatures, and Medicaid, which covers a large percentage of EI 
recipients.8, 17  They may also bill enrollees‟ private insurance plans for certain services,8, 12, 18 
and, in some states, engage the State Children‟s Health Insurance Program (SCHIP) to pick up 
costs for children who are eligible.8, 17, 18  In this case study, respondents in all states but 
Connecticut indicated that their Part C programs bill SCHIP for services; in Connecticut, SCHIP 
legislation has been written to exclude “rehabilitation for any condition expected to last more 
than sixty days.”12  Finally, programs in three of the four states – all but Kansas – currently use 
sliding scale family fees to cover some of their expenses.8, 12, 17, 18 
 Changes in any of these funding streams can have potentially disastrous consequences 
for Part C programs that are legally mandated to continue serving all eligible children and 
families.  EI administrators in North Carolina and Connecticut expressed concern about possible 
upcoming modifications to the rules governing Medicaid reimbursement,8, 12 explaining that 
Medicaid represents the second and third largest EI payer in their states, respectively.  Money 
from the state legislature is the largest funding source for Part C in every state, but is also one 
of the least consistent, particularly in tough economic times.  A state‟s general political climate, 
level of support for EI in particular, and other budgetary demands can all affect the funding 
granted to its Part C program in a specific year. 
In this case study, interviewees from Kansas and Utah portrayed their states‟ political 
climates as less supportive of EI overall than did those from Connecticut and North Carolina.  All 
three respondents from Utah described their state as “very conservative,”13, 17, 19 adding that the 
legislature‟s need to keep a balanced budget,13 and its members‟ desire “not…to expand 
government‟s role in family life”19 make lobbying for EI money an uphill battle.  In Kansas, those 
interviewed voiced frustration about their repeated inability to achieve what they regarded as 
adequate funding from the state assembly.  Susan Carriger, a local service provider in Johnson 
County, shared her perspective:   
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It‟s difficult to get the legislators to really understand the import of early 
childhood special education even when you bring it down to dollars and cents…If 
you provide us with level funding or an increase in funding for the birth to three 
population, you can save tens of thousands of dollars when a child reaches 
school age…A lot of them just don‟t seem to make that connection…So it‟s 
something that we fight on a yearly basis.18 
 
At the other end of the spectrum, North Carolina stakeholders cited a long history of support for 
education and innovation in the early childhood arena as the source of their legislature‟s 
persistently strong sponsorship of Part C.8, 20  Connecticut‟s SICC chairman also described a 
favorable political climate in his state, citing the predominance of liberals, high socioeconomic 
status, and high levels of education in Connecticut as major contributors to its support for EI.10   
 Regardless of the surrounding political climate, respondents in every state felt that EI 
was well supported in comparison to other state programs – in other words, Part C was not one 
of the first programs to suffer when their states faced budget shortfalls.8, 9, 11-14, 16  A SICC 
member from Kansas was one of many to express this sentiment: 
In the tough times during this past legislative session where programs 
have taken really pretty harsh cuts, early childhood came out pretty well.  We‟ve 
taken cuts around the edges, but the core state dollars that go into the program 
were left alone, which is pretty amazing in these times, because just about 
everybody else got core dollars looked at or taken.  So politically, early 
childhood‟s doing okay right now in terms of its support.14 
 
Other stakeholders in Kansas made similar comments, noting “we‟re pretty much level funded 
where other people have had cuts,”11 and in Connecticut, respondents lauded a slight increase 
in Part C funds for the coming year.10, 12  EI administrators in North Carolina and Utah, who have 
endured drops in their state money during the current economic crisis, described these cuts as 
“no more than what all programs have experienced,”9 and “rather minor in the whole scheme of 
things.”13   
However, even in states with comparatively high support for EI, insufficient funding 
combined with ever-increasing enrollment presents a serious problem for providers.  Sue Olsen, 
the director of a local provider agency in Utah, said that her program has seen 13% growth in 
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the last calendar year without any increase in funding.17  Susan Carriger, a local provider in 
Kansas, told a similar story: 
The numbers are increasing, [but] the amount of funding is at best level 
funded, and usually decreases every year.  If we don‟t have funding…that 
doesn‟t mean we don‟t serve the children and their families.  It may mean that we 
don‟t get paid…but we don‟t stop services just because the money isn‟t there.18 
 
Carriger‟s agency and others in Kansas have undergone extensive staff layoffs,15, 18 while large 
providers in Utah and Connecticut have closed altogether, opting not to renew their contracts 
with the state to provide Part C services.10, 17   
Simultaneous funding crunches and enrollment booms also serve to exacerbate pre-
existing provider shortages, especially in rural areas and within high-demand, low-supply 
services such as occupational, physical, and speech therapy.  Respondents in Utah and Kansas 
particularly emphasized their difficulties in bringing educated professionals to unpopulated 
regions, noting that some agencies resort to paying providers extra for them to drive in from 
neighboring counties.13, 14, 16, 19  They also described local programs needing to compete for 
therapists with wealthier hospitals and private rehabilitation facilities,13, 15 reporting “it‟s hard to 
bring people into the agencies at the salaries that they‟re able to offer given the funding level.”19   
Because EI consists predominantly of home-based services, providers must travel 
extensively to reach all of their families, even if they do not serve rural counties.  Escalating gas 
prices in the last several years have therefore placed an additional strain on the finances of 
local agencies, as respondents in Connecticut and Utah told me.10, 17  To address the provider 
shortage and cost of travel, one local program in Utah has begun offering some services via 
teleconference.17  At a state level, however, most Part C systems have adapted to dwindling 
funds and rising case loads by curtailing their eligibility criteria and/or instituting family fees.  
During the economic downturn of 2003, both Utah and Connecticut narrowed their eligibility 
rules, and began charging families a sliding rate for their services.12, 13, 19  In North Carolina, the 
tripling in enrollment that followed restructuring of their Part C program and passage of the 
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CAPTA amendment prompted administrators to limit their eligibility criteria in 2006, excluding 
children at risk for developmental delay.8, 9, 20 
State funding for Part C programs – influenced by a state‟s political climate, support for 
EI, and financial solvency – clearly affects EI policy formation at the state and local level.  The 
four states included in this case study have each managed budgetary crises in recent years by 
some combination of provider lay-offs, restrictions on eligibility, and parent fees.  These 
adaptations have served to ensure services for some in the immediate future.  However, they 
are ultimately unsustainable long term solutions to the significant challenges posed by 
insufficient funding and expanding EI populations.   
Data Collection and Quality Improvement 
 The last set of questions I posed to my respondents concerned their states‟ fulfillment of 
the reporting requirements for child and family outcomes handed down by the Office of Special 
Education Programs (OSEP) in 2007.  Their comments identified three main challenges – 
designing and implementing a system to collect the outcome data, applying these data for 
quality improvement purposes, and combining it with information from other programs in order 
to track system-wide progress.  The drive to meet these challenges has prompted policy 
innovations in each state‟s Part C program, and many stakeholders remain optimistic about the 
potential for these changes to improve the quality of services delivered. 
 Some interviewees described the processes of setting up a data entry system and 
training providers as quick and painless;12, 14 others felt that OSEP‟s changing goals made for a 
prolonged transition period in their states.9, 13  Administrators in both Utah and Connecticut 
commented that their states had begun creating data systems and training providers in advance 
of OSEP‟s guidelines, and had been forced to alter their plans considerably when the final 
requirements were announced.12, 13  This worked to the program‟s advantage in Connecticut, 
where they were able to adjust their “home grown” data system fairly easily, and providers 
ended up having to collect and enter fewer data than they originally expected.12  In Utah, 
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however, the change necessitated supplementary training for providers, and a significant 
addition to their data system, making it highly inconvenient.13   
North Carolina administrators, wary of performing such repeated revisions to their 
system, opted to phase in the collection of outcome data with a few CDSAs at a time, so that 
their methods could be improved and solidified over the course of one year.9  Although this 
“phase in” approach appeared to work well in respondents‟ judgment, administrators still 
lamented the difficulty of enacting a policy that remained in flux at the national level, as OSEP 
continued to amend its expectations.9   
 Once states overcame these obstacles to establishing systems for data collection and 
training EI providers in their use, they could comply with OSEP regulations to report on child 
and family outcomes annually.  With the benefit of statewide, standardized data from each of 
their local service agencies, Part C programs should also have gained a greater capacity for 
self-examination and quality improvement (QI) of EI services.  Recognizing the time, effort, and 
expense that Part C programs put into enabling themselves to collect and report outcome data, I 
expected most stakeholders to express interest in applying this data to QI.  In reality, responses 
were mixed. 
 Most interviewees cited the newness of their data, expressing uncertainty over how to 
interpret it for the purposes of program planning, and also the need to establish baseline values 
– at least at a local or state level – before making conclusions about the quality of services.9, 12-14  
Despite these limitations, several stakeholders were optimistic.  In North Carolina, researchers 
are working to develop training modules that can teach EI staff how to analyze their outcome 
data and use the results for program improvement.20, 21  Connecticut‟s Part C director, Linda 
Goodman, informed me that her state has already begun incorporating its new data into a 
preexisting review process.12  “We use focused monitoring where we rank the programs on 
certain indicators,” she explained.12  “Now that we have the outcome data, our stakeholder 
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group just switched our focused monitoring indicators to use a combination of the child outcome 
data and the family outcome data as the way of picking low-performing programs to go visit.”12 
 In addition to its potential for quality improvement, several Part C administrators testified 
to the utility of their new data in lobbying lawmakers.  Recent movements toward “results based 
accountability” in the Connecticut and North Carolina legislatures have rendered child and 
family outcome measures particularly timely,8, 12, 20 while a Utah respondent noted the new 
data‟s value in demonstrating the positive effects of EI services to local policymakers.13   
 In contrast to the benefits perceived by some, other respondents had little optimism 
about the applications of OSEP‟s required data for their programs‟ purposes.  Several 
stakeholders considered OSEP‟s outcome measures too dependent on variables outside of 
local providers‟ control.10, 13  Mark Greenstein, the SICC chairman in Connecticut, likened them 
to mortality data from hospitals, which – taken alone – do not accurately reflect the quality of 
services provided.10  Susan Olsen, the director of a local EI agency in Utah, expressed her 
opinion that OSEP‟s outcomes lack the specificity needed to guide changes in program design 
or service delivery.17  Furthermore, she reported that certain local agencies in Utah had 
previously gathered their own data and applied it to unique QI objectives, but that these efforts 
have now been abandoned to make time and money for tracking OSEP‟s required measures.17  
“Some of the programs in Utah had some real good things going,” she said, “and now we‟ve 
backed off on those because there‟s only so much you can collect.”17 
 The final limitation that stakeholders described for the functionality of Part C outcome 
data goes back to the extensive interagency cooperation they have worked so hard to foster.  In 
a state where several social programs simultaneously serve the same child and family, how can 
the strengths or weaknesses of that child‟s progress be attributed to a single program?  
Although one may draw conclusions about quality based on the child and family outcomes 
collected by Part C, deciding whether one has measured the quality of EI, of an entirely different 
program, or of the interface of the two programs together, is far more difficult.  For this reason, 
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many states have taken the perspective that what matters is not how each individual program 
performs, but how they perform as a system.  
 In North Carolina and Utah, respondents noted that their states have embraced this 
system perspective, and are working to align or combine different agencies‟ data systems in 
order to track outcomes for children receiving services in the first five years of life.8, 13, 20  
According to an EI administrator, Utah is working to unite the data systems for Part C and Part 
B,13 while North Carolina‟s stakeholders have piloted an inter-agency database linking multiple 
early childhood programs, including Part C, Part B, Head Start, Smart Start, and More at Four.20  
Such joint data systems can present tricky confidentiality issues, and must work within 
regulations such as HIPAA (the Health Insurance Portability and Accountability Act) for medical 
information and FERPA (the Family Educational Rights and Privacy Act) in the realm of 
education.21  However, this type of data coordination holds promise for answering questions 
about longitudinal outcomes of EI, and directing systems-wide QI for the programs that 
collaborate to serve young children and their families. 
 When asked about OSEP‟s new reporting requirements, stakeholders in various states 
raised difficulties they have had with collecting the necessary data, and skepticism about its 
facility to improve service delivery.  However, Part C programs from the states in this case study 
have also engineered successful solutions to each of these challenges.  Moreover, EI leaders in 
several states are working to combine their data with those of neighboring programs in order 
more accurately to measure the value of EI and its surrounding system for the population 
served.  These policy developments – resulting from the interplay of OSEP regulations with the 
needs and creativity of individual Part C programs – hold the potential to improve EI services in 
the future. 
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How Do You Hit a Moving Target? 
This case study suggests that Part C policies are quite similar across states 
despite differences in the expected progressiveness of their demographics, party 
politics, and orientations toward education and health care.  Overall, North Carolina and 
Connecticut appear to have more carefully engineered and thoughtfully adapted their EI 
systems than have Kansas and Utah, and in this way have pursued more advanced 
policy development.  However, no state or subgroup of states within this study 
demonstrated clearly superior strategies in all of the Part C policy areas I evaluated.  
This finding runs contrary to my initial hypothesis, that the degree of EI policy innovation 
would mirror states‟ initial progressiveness ratings. 
The homogeneity of my respondents‟ perspectives – mainly those of EI 
administrators and providers – may partially explain the similarity in their depictions of 
policy progress across the four states.  However, stakeholders also repeatedly 
emphasized the financial constraints that Part C programs must combat when 
attempting to forge new policies in order to improve services for children and families.  
These comments lead me to conclude that the challenges facing all EI systems at the 
moment are restrictive enough to prevent individual state characteristics from 
significantly shaping policy decisions.  In other words, there are many ways to be rich, 
but only one way to be poor. 
So how can the dedicated and united EI stakeholders in state programs across 
the U.S. overcome their financial obstacles to enact meaningful and beneficial new Part 
C policies?  Ironically, a large part of the solution involves a process that EI experts and 
advocates have been fighting for over a decade – collection and analysis of quantitative 
data on EI outcomes.  Possessing this type of data, Part C administrators will be better 
armed to make their case at both a state and national level, and to obtain larger, more 
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stable funding sources to support their growing enrollments.  They will also be able to 
focus their policy development more effectively, based on the data collected. 
With all of these potential benefits, why is outcome measurement such a touchy 
and difficult subject in the EI field?  Why did OSEP take so long to come out with 
required outcome measures, and – after relying on a prolonged process involving 
extensive stakeholder input in order to generate these measures – why are so many 
administrators and providers still not happy with the resulting guidelines?  In a field 
characterized by such cooperation and collective goodwill that every single one of my 
respondents mentioned the passion and dedication of his/her colleagues, how can the 
dry subject of outcome reporting generate such division?   
Clearly, Part C administrators have not dragged their feet over the last 15 years 
purely for the pleasure of producing bureaucratic gridlock.  They understand that the 
incredibly heterogeneous nature of EI creates several serious barriers to the accurate 
evaluation of services.  First and foremost, EI populations tend to be fluid.  Many 
children could potentially benefit from EI services.  In fact, children who are at risk for 
developmental delay – such as underweight, premature babies – might benefit more 
than those with more serious, disabling conditions, as one of my respondents noted.10  
Therefore, Part C programs are continually caught between their desire to serve as 
many children as possible, and the instability of major funding sources such as their 
state legislatures.  Simultaneous fluctuations in funding and enrollment thus lead to 
episodic expansion and restriction of eligibility criteria, such as in Connecticut, where 
several eligibility constraints enacted in 2003 were later reversed in 2007.12 
The fluid and heterogeneous population of children served by Part C requires an 
equally heterogeneous mix of services in order to fulfill the individualized and family-
centered objectives of EI.  Each IFSP (Individualized Family Service Plan), driven by a 
child‟s medical condition and family circumstances, may also change over time.  Such 
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changes in service reflect the evolving goals for that particular child, as his/her condition 
improves or worsens.  EI providers may strive to help one child acquire skills at an age-
appropriate level, another to maintain prior developmental gains in the face of 
deteriorating health, and still another to achieve better community and family support for 
mounting disability-related challenges.  When the expectations for progress vary widely 
based on underlying health conditions – ranging from uncomplicated prematurity to 
degenerative genetic disorders – applying standardized outcome measures becomes 
tricky.  
Given the inherent fluidity of EI‟s patient populations, services, and goals, Part C 
administrators‟ hesitation to adopt measures that may not highlight their programs‟ 
strengths or best examine the areas they have targeted for QI are understandable.  
Furthermore, tight economic times make additional administrative and training tasks 
particularly burdensome for state programs.  However, the mounting challenges and 
insufficient support facing EI in every state are precisely the reason that outcome 
measures are so desperately needed.  OSEP‟s recent push toward outcome 
measurement in the heterogeneous and evolving field of Early Intervention may 
represent an attempt to hit a moving target, and stakeholders‟ reservations about the 
current requirements may be completely valid.  Nonetheless, all EI administrators – 
advocates and skeptics alike – must continue to take aim at this target, in the hopes of 
benefiting the children and families that they work so hard to serve.  With the help of 
thoughtful policy choices and repeated evaluation, they may find they can hit it after all.  
 
Conclusion 
It has been over 20 years since Congress first defined EI services in the Education of 
the Handicapped Act Amendments of 1986.  Those 20 years have seen a great amount of 
activity in the EI field, as states have established and expanded their networks of local 
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providers, built SICCs, worked to publicize services, adapted to funding crises, and complied 
with new federal regulations.  However, we are still struggling at a state and national level to 
determine whether and how each of these developments has improved services for the children 
and families that Part C benefits.    
Interview respondents from each of the Part C programs in this case study impressed 
upon me the multiple driving forces – from program structure to funding sources, stakeholder 
interaction and public awareness – behind ongoing policy changes in their states.  However, the 
second part of my research question (“What policy decisions have led to more effective 
services?”) proved more difficult to address.  This is unsurprising, because the EI field as a 
whole – led by OSEP with varying support from the states – has just begun to define and 
measure the outcomes of services.  Some Part C stakeholders in Utah, Kansas, Connecticut, 
and North Carolina recognize this as the next challenge, and have taken steps toward applying 
outcome data to QI projects, and initiating data sharing agreements with neighboring agencies.   
My hope is that the comparisons drawn and conclusions reached from this case series 
will be instructive for future policy development.  I also hope that the results of this research will 
generate further questions and ideas, which can then be adopted and tested using Part C‟s new 
outcome data.  Larger studies of this sort, sampling additional states and more varied 
stakeholder perspectives within each, would provide a more complete picture of Part C policy 
strengths and weaknesses nationwide.  Expansion of existing projects by groups like the ECO 
Center, which has published charts depicting Part C data tracking strategies across all 50 
states, may also encourage EI programs to learn from their neighbors, and try out new designs 
for service delivery.  
We are at an exciting and critical crossroads for EI nationwide.  As Part C systems 
pursue child find activities that swell their case loads, compete with hospitals who claim their 
therapists, and face potentially diminished support from sources such as Medicaid and state 
legislatures, their situations will continue to demand creative policy solutions.  The success of EI 
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programs will also depend on our ability to critically evaluate these new policies as they 
develop, in order to determine which solutions lead to improved outcomes for children and 
families.   
The stakeholders who contributed to this case study had strong opinions about what 
policies had or had not enhanced the quality of EI services in their states.  This type of elite 
appraisal serves as one method of policy evaluation, just as parent satisfaction ratings are one 
means of assessing the strength of Part C services.  However, in the current era of evidence-
based practice and results-based accountability, the capacity to measure and compare 
outcomes is increasingly essential both for establishing the value of EI services, and 
determining the success of Part C policy choices.   
The results of both my literature review and my interview-based case study confirm that 
EI policies are not yet subject to an outcomes-based measure of accountability.  Although the 
pursuit of such measurement has been painful and frustrating for many states thus far, its 
attainment must be the next step for EI administrators if they are to substantiate the merit of 
their services, win sufficient funding to keep their programs afloat financially, or reap the 
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APPENDIX A:  Systematic Review of the Literature 
The first part of my study involved conducting a systematic review of the published 
literature in order to gain an overview of existing research and policy relevant to Early 
Intervention in the United States.  My review aimed to answer the general question: “How has 
policy developed at state and national levels to aid Part C programs in measuring and improving 
the effectiveness of their services?”  However, within this broad inquiry I focused specifically on 
three policy areas, which I selected based on the philosophy and objectives underlying the 
legislation that established federal funding for Early Intervention.  Part C of the Individuals with 
Disabilities Education Act (IDEA) emphasizes the need for family centered care that provides 
benefits to both the child and the family being served.  It also encourages the involvement of 
parents in identifying the specific child and family needs that they would like their service 
providers to address.  Finally, it seeks to relieve parents of the burden of identifying community 
resources and coordinating a multidisciplinary care team by assigning these tasks instead to 
Early Intervention program employees.  Guided by these fundamental tenets as outlined in 
IDEA Part C, I chose to subdivide my review into three areas: policy and research related to 
child and family outcomes of services; policy and research related to parental satisfaction data; 
and policy and research related to the coordination of care.   
Given that the majority of literature pertaining to Early Intervention is published in the 
fields of public health and education, rather than in biomedical journals, I chose to employ the 
ISI “Web of Science” Database for my systematic search.  Furthermore, because the purpose of 
my review was to gain a better understanding of targeted sub-topics within the extensive field of 
Early Intervention research, I used fairly limited search terms and narrow eligibility criteria for 
inclusion.  My search strategy was as follows.  I first searched the Web of Science database – 
including the expanded Science Citation Index, the Social Sciences Citation Index, and the Arts 
& Humanities Citation Index – using the topic search term “early intervention” and the title 
search terms “outcomes” or “parent satisfaction” or “service coordination.”  I limited my search 
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to citations published in the English language within the last fifteen years (1994 to 2009), and 
further restricted my results to those that were articles, from the USA, and in the subject area of 
special education.  This resulted in twenty-one publications.  I then reviewed each of these 
publications, and excluded papers that did not pertain to Part C Early Intervention programs, 
that confined their studies to a single state, or that focused solely on children with autistic 
spectrum disorders.  After these exclusions, eleven articles remained for review.  The topics and 
findings of these studies are detailed here [Table 3] as well as the process of their selection 
[Figure 2].  The background knowledge that I gained by reviewing these publications contributed 




Figure 2 – The Process of Selecting Publications for Review 
 
21 publications retrieved via the initial search 
10 excluded from final review: 
 4 unrelated to Part C Early Intervention 
 2 restricted to a single state 
 4 involving only children with autism 
11 included in final review 
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Table 4 – Description & Appraisal of Articles Included in Systematic Review 
Citation Title Content of Publication Appraisal of Quality/Utility 
Bailey, Bruder, 
Hebbeler, et al.  
2006, Journal of 
Early Intervention. 
Recommended 
outcomes for families of 
young children with 
disabilities. 
Explains rationale for assessing family 
outcomes & describes process by which 
ECO Center arrived at its recommended 
family outcomes, including review of 10 
prior frameworks published 1998-2006. 
Well justified rationale and clear, 
step-by-step explanation of 
evaluation process to arrive at 
current recommendations.  Provides 
historical perspective. 
Bailey, Hebbeler, 
Olmsted, et al.  





scale data collection in 
early intervention. 
Reviews challenges inherent in measuring 
family outcomes and outlines 6 key 
decisions to be made by states in designing 
their systems, detailing the pros and cons 
of each choice. 
Thorough analysis of the key 
considerations for states, with 
excellent guidance about the 
consequences of various choices 
for measurement validity. 
Bailey, McWilliam, 
Darkes, et al.  1998, 
Exceptional 
Children. 
Family outcomes in early 
intervention: A 
framework for program 
evaluation and efficacy 
research. 
Overview of recent evolution toward more 
family-centered services, with presentation 
of 8 questions to guide the evaluation of 
family outcomes.  Recommends assessing 
families' perceptions of Part C services as 
well as their effects on families.   
Overall less clear & comprehensive 
than later publications, but 
discussion of how satisfaction 
interfaces with perception of benefit 
- and strategies to tease these two 
apart during evaluation - is useful. 
Bruder, Harbin, 
Whitbread, et al.  




for service coordination: 
A step toward evidence-
based practice. 
Reports the methods & findings from 4 
national studies conducted by the Research 
and Training Center (RTC) in Service 
Coordination, the resulting 8 outcomes of 
service coordination that were identified, 
and a logic model to explain the outcomes' 
inter-relationships. 
Interesting description of process & 
methods for the 4 studies, as well 
as how RTC constructed its 
conclusions & recommendations.  
Not as helpful for understanding 
current Part C care coordination 
policies, or any future changes. 
Dunst and Bruder.  
2002, Exceptional 
Children. 
Valued outcomes of 
service coordination, 
early intervention, and 
natural environments. 
Describes 1 of the 4 studies reported in 
Bruder, et al. 2005.  Survey results from 
879 Part C providers or parents indicated 
which of 69 specified outcomes of service 
coordination they considered most 
important. 
Well written and rigorously 
conducted study, of value to the 
field in making progress toward 
scientifically defined outcomes and 
best practices.  Does not discuss 
policy development. 
Dunst and Bruder.  
2006, Journal of 
Early Intervention. 
Early intervention service 
coordination models and 
service coordinator 
practices. 
RTC study using survey reports from 299 
parents in 46 states to determine how well 
3 service coordinator models (dedicated, 
intra-agency, blended) each employ 9 
valued coordination practices. 
Excellent paper - documents study 
thoroughly, and provides thoughtful 
analysis of results.  Also discusses 
current state policies of service 
coordination. 
Harbin, Bruder, 
Adams, et al.  2004, 
Topics in Early 
Childhood Special 
Education. 




Survey of all state Part C coordinators to 
delineate current policies developed by 
states to address 3 specific areas: service 
coordinator responsibilities, IFSP 
development, and interagency 
collaboration. 
Very useful publication.  Identifies 
states' failure to fill a "policy gap" in 
these areas, & how this has led to 
problems with service coordination.  
Describes specific topics for 
improvement. 
Mahoney and Bella.  
1998, Topics in 
Early Childhood 
Special Education. 
An examination of the 
effects of family-centered 
early intervention on 
child and family 
outcomes. 
Discusses the theoretical bases for Part C's 
emphasis on family-centered care, and 
presents a study of 47 families in 36 Part C 
programs, demonstrating no difference in 
outcomes based on the degree of family-
centered practices. 
Thought provoking.  Discussion 
proposes several explanations for 
the discrepancy between theoretical 
and realized benefits of family-
centered practice, and encourages 
ongoing evaluation. 
Park, Hoffman, 
Marquis, et al.  
2003, Journal of 
Intellectual Disability 
Research. 
Toward assessing family 
outcomes of service 
delivery: Validation of a 
family quality of life 
survey. 
Explains the multi-stage development of a 
family quality of life survey, followed by the 
methods & results of a national field test 
involving 1197 people from 13 states, which 
led to several structural changes in the 
survey. 
Informative regarding the 
complexities and lack of consensus 
inherent in defining family quality of 
life.  Survey development and 
validation processes are well 
documented. 
Roberts, Akers, and 
Behl.  1996, Topics 
in Early Childhood 
Special Education. 
Family-level service 
coordination within home 
visiting programs. 
Report of a descriptive study that surveyed 
directors of home-visiting Part C programs 
nation-wide to determine if and how home 
visits facilitated service coordination 
activities. 
Mainly descriptive rather than 
analytical.  Paper notes that this 
research is part of a series of 
studies.  The collective findings may 
have greater utility. 
Summers, Hoffman, 
Marquis, et al.  






with professionals and 
age of child. 
Study of parental satisfaction with provider 
relationships among 147 parents of 
disabled children ages birth-12.  Parents of 
older children (3-5 and 6-12) were 
significantly less satisfied than those in the 
Part C age range (birth-3). 
Small study limited to 5 states and 
lacking discussion of those states' 
service structures.  Useful for 
hypothesis generation, and 





APPENDIX B:  Background on the Evaluation of Part C Services 
The Quest for Reportable Outcomes 
In 1993, Congress passed the Government Performance and Results Act (GPRA), 
requiring federal agencies to identify, collect, and report annually on indicators of their 
programs‟ performances.  The Office of Special Education Programs (OSEP), which manages 
Early Intervention, dragged its feet on this requirement throughout the 1990s as consulting EI 
experts and administrators struggled to agree on appropriate performance measures for their 
services.22  However, initiation of a new review by the federal Office of Management and Budget 
(OMB) in 2002 ended OSEP‟s stalling.  Their review found Part C to be “Not Performing” due to 
the lack of nationally reported outcomes data, and directly ordered the Department of Education 
– OSEP‟s parent organization – to identify outcome measures for its programs.23   
In response to the OMB‟s ruling, OSEP funded the Early Childhood Outcomes (ECO) 
Center in 2003 “to provide leadership and assistance related to the collection of data on 
outcomes for infants, toddlers, and preschoolers with disabilities and their families.”24(p.4)  
Following an extensive consensus-building process involving providers, parents, administrators, 
researchers, and other EI stakeholders,25 the ECO Center recommended a set of three child-
focused and five family-focused EI outcomes to OSEP in 2005.26  OSEP used these 
recommendations to establish three child and three family outcomes to be used for national 
reporting beginning in 2007.22, 27  Thus, the availability of national guidelines for common 
outcomes of Part C services represents a very recent achievement.  
Child Outcomes of Early Intervention 
OSEP‟s current reporting requirements for Part C programs include data on the percent 
of enrolled children who demonstrate improvement in: positive socio-emotional skills, including 
social relationships; acquisition and use of knowledge and skills, including early 
language/communication; and use of appropriate behaviors to meet their needs.28  As with 
many indicators of health and development, evaluation of these outcomes involves a certain 
 41 
degree of subjective judgment, and could be approached in several ways.  In view of this fact 
and the need for rapid data collection, OSEP has granted states the freedom to determine their 
own evaluation methods.  Therefore, state administrators now face a number of difficult 
questions – including what and how many tool(s) to use, and how to combine results when 
employing multiple instruments – in the process of designing their child outcome assessments. 
Existing tools for developmental skills assessment fall into one of two categories – norm-
referenced and criterion-referenced.23  The former, often used to determine eligibility for EI, 
relates results to a standard age-based score, while the latter typically involves more descriptive 
evaluation of functional abilities for curriculum planning purposes.22  Standardized measures 
better facilitate comparisons across large data sets, and are usually administered by specially 
trained personnel, helping to maximize the reliability of results.  However, the young age and 
unique developmental disabilities of EI recipients may make standardized testing less accurate 
at assessing their developmental progress.  Curriculum-based assessments – which incorporate 
detailed observation of daily activities by providers who are familiar with the child and family – 
could better maximize the validity of test results, but they may have reliability problems because 
of uncertain generalizability and the less “objective” status of the evaluator. 
In addition to acknowledging this trade-off between the reliability and validity of various 
testing procedures, many experts question the legitimacy of applying evaluation tools to 
populations in which they were not originally developed.22  This view leaves states with few 
options, because almost none of the appraisal methods in current use were intended for young 
children with developmental delay.  The state of California has addressed this problem by 
developing its own evaluation tool called the Desired Results Developmental Profile (DRDP) 
along with a “DRDP access” version adapted specifically for young children with disabilities.23  
However, this effort is the exception to the rule, and the majority of states continue to collect 
child outcomes data with pre-existing assessments. 
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While determining which developmental assessment(s) to employ, states must also 
weigh the complications and benefits of using multiple versus a single evaluative approach.  
Although the combination of several tools may allow for better validity across the wide range of 
developmental profiles seen in EI, a battery of assessments presents additional challenges as 
administrators attempt to summarize and compare results across large populations.  To aid 
states in combining the data from various appraisal tools and determining how these combined 
results address OSEP‟s three areas of reportable child outcomes, the ECO center has 
developed a Child Outcomes Summary Form (COSF) that is available online.29  As of October 
2008 the great majority of states had chosen to utilize the COSF along with a battery of 
developmental tests, whereas only seven states had decided to employ a single appraisal tool 
for the assessment of child EI outcomes.30   
Family Outcomes of Early Intervention 
In addition to assessing child outcomes of early intervention services, the EI community 
strongly recognizes the need to evaluate family-based outcomes of Part C program 
participation.  This need stems partially from legislated responsibilities, as the IDEA aims “to 
enhance the capacity of families to meet the special needs of their infants and toddlers” and 
requires “IFSP procedures to address both child and family needs.”31 (p.3)  However, these 
requirements reflect the understanding that “child and family outcomes are interdependent in 
that positive outcomes experienced by the family serve to promote the child outcomes and 
outcomes achieved by the child benefit the family.”26 (p.2)  This is particularly the case for very 
young children, which may explain why the language of Part C in describing Individualized 
Family Service Plans (IFSP) is even more family-oriented than that of its sister program, Part B 
619 – Early Childhood Special Education (ECSE) for 3 and 4 year olds – which instead 
discusses Individualized Education Programs (IEP). 
 Understanding that a child‟s health status and quality of life are linked inextricably with 
those of his/her family, however, does not clarify how best to measure these intangible entities.  
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Since its inception in 2003, the ECO Center has undertaken extensive research and initiated 
numerous forums on the topic of family-reported EI outcomes in order to consolidate 
professional advice on how best to measure such effects, and has published multiple reports 
intended to guide states in implementing this important area of their Part C assessments.  
Throughout the late 1990‟s and early 2000‟s, various groups of researchers have sought to 
identify the explicit outcome measures that best capture family outcomes of EI services.32-36  In 
order to construct a set of widely-endorsed family outcome measures for use on a national 
scale, ECO Center reviewed this existing literature to identify previously proposed frameworks, 
and used recurring ideas from these publications in combination with repeated stakeholder 
discussions to prepare their own draft of family-based EI outcomes.27   
In 2005, the ECO Center recommended to OSEP the following five family outcomes of 
EI services: families understand their children‟s strengths, abilities, and special needs; families 
know their rights and advocate effectively for their children; families help their children develop 
and learn; families have support systems; and families are able to gain access to desired 
services and activities in their community.26  Rather than adopting these recommended 
outcomes verbatim, OSEP mandated in 2005 that Part C programs report nationally on the 
percent of enrolled families who believe EI services have helped them to: know their rights; 
effectively communicate their children‟s needs; and help their children develop and learn.27  
Acknowledging the discrepancies in both phrasing and breadth between the ECO Center‟s 
recommended family outcomes and OSEP‟s reporting requirements, OSEP “encouraged the 
ECO center to continue its work on the full range of family outcomes, shifting [its] focus to 
helping states identify ways to measure all of the recommended outcomes.”27 (p.245)   
To this end, the ECO Center has since published a 25-page guide on measuring family 
outcomes, which addresses key logistical issues of data collection in helpful detail.24  For 
example, this document advises states to use carefully constructed and piloted survey 
instruments which incorporate both open-ended and closed-ended questions exhibiting a high 
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degree of content validity.  It also discusses the benefits of various response formats and survey 
lengths, explains how and to whom (within a family and within a state) surveys should ideally be 
directed, and at what time intervals they might be distributed to families.  Although the 
assessment of family-oriented outcomes of early intervention services continues to present 
challenges for state and local EI administrators, the work of the ECO Center and its associates 
has tremendously improved the potential for uniformity in both outcome choices and data 
collection methods at a national level. 
The Role of Parental Satisfaction Data 
In several of its publications, the ECO Center seeks to clarify the subtle distinction 
between family satisfaction and family outcomes, noting that while evaluations of family 
outcomes must rely on the judgments of parents and caregivers, these assessments should 
seek their opinions on the extent to which specific benefits have been received, not whether 
they are pleased with the services provided.24, 26, 27, 31  Although parent satisfaction is an 
important indicator of program success – and dissatisfaction may suggest important targets for 
service improvement – they note that national reporting of family outcomes requires an 
evaluation of defined benefits that a family may or may not experience as a result of Part C 
participation.  
However, the value of assessing parental satisfaction for EI program feedback and 
quality improvement purposes – outside of OSEP‟s national reporting requirements – cannot be 
ignored.  In fact, although the ECO Center stresses the importance of evaluating outcomes in 
particular, it also acknowledges the need for parental feedback on program design and 
implementation, and the role of parent satisfaction measures in any comprehensive evaluation 
of Part C programs.31   
Appraisals of family satisfaction constituted the majority of research on EI effectiveness 
between the mid-1980‟s and early 2000‟s,31 because they represented an ideal way to assess 
EI‟s responsiveness to family needs and the achievement of family-centered goals across 
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differing programs of care.  For this same reason, ongoing EI research continues to evaluate 
parents‟ satisfaction with care, as well as their perceptions of the extent to which services 
achieve family-directed goals and involve caretakers in key decision-making.2, 37  Given the 
family-centered language of IDEA, parents‟ perceptions of the appropriateness and 
effectiveness of EI services for themselves and their children will always represent an integral 
aspect of Part C program evaluation.  
Limitations of Satisfaction Measures 
 As in other health-related fields, research on patient satisfaction in EI presents many 
conceptual and procedural difficulties.  A 1994 review by McNaughton explains and discusses 
several of these challenges.38  First, both researchers and respondents may define satisfaction 
differently from one another, leading to low construct validity.  Some studies purport to assess 
satisfaction via questions related to a wide variety of personal opinions or perceptions, and do 
not include the word “satisfied” in either their questions or response categories.  Others ask how 
“satisfied” recipients are with various dimensions of EI programs – including services, practices, 
and/or outcomes – using either open-ended or closed-ended, Likert-scale-type response 
options, but do not explicitly define “satisfaction”.  Each of these approaches can create 
problems in the interpretation and application of results due to low inter-subjective conceptual 
agreement.   
 In addition, the use of numerous “satisfaction” measures, each created independently to 
serve a particular need, dilutes the power of this body of research.  Many existing studies do not 
describe the development or validation of their survey tools,38 calling into question the accuracy 
of their conclusions even for the population studied, and a lack of standardized norms impedes 
cross-population comparisons of results.  Furthermore, varying definitions of “satisfaction” as a 
concept and the heterogeneity of currently accepted survey tools allow satisfaction measures to 
be easily manipulated by those seeking to promote or discredit the value of EI.  Small 
differences in the wording, format, or timing of a questionnaire, as well as its chosen sampling 
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technique, may significantly influence reported satisfaction levels.  For each of these reasons, 
we must interpret the results from existing EI satisfaction research with a degree of skepticism. 
 Beyond these methodological issues, it is important to consider how parental satisfaction 
measures should be used to inform program changes.  Studies over the last two decades 
consistently report overwhelming parental satisfaction with EI,2, 31, 37, 38 even in the context of a 
perceived gap between current and ideal service practices.37  Determining one‟s level of 
satisfaction often requires a comparison to pre-existing expectations, but many parents are not 
aware of EI services until their children are referred to Part C programs.  Unlike simple 
consumer goods or even healthcare plans, for which patients consider a subset of available 
choices and decide how to allocate their resources, EI services are provided free-of-charge and 
parents do not choose among competing products or providers.  Therefore, the low or non-
existent expectations parents hold when entering EI along with their gratitude for free assistance 
lead to understandably high levels of satisfaction with Part C programs. 
Recent Satisfaction Findings 
 In light of these significant limitations in the methodology and application of satisfaction-
based research, recent studies on satisfaction in early intervention have tended either to “go 
big” or “go small”.  Some researchers have attempted to apply standardized measures to a 
nationally representative sample of parents, thus maximizing the external validity of their 
findings.  Others have aimed to assess satisfaction within narrow patient groups, thus 
maximizing the internal validity of their conclusions in order to specifically tailor or improve 
services for those populations. 
An excellent example of the former is the National Early Intervention Longitudinal Study 
(NEILS), which recruited a nationwide sample of more than 3000 parents, weighted to 
demographically represent the entire population of families receiving EI services.2  This study 
assessed parental satisfaction both with services and with service providers, discovering that 
93% of parents felt the quality of EI services to be either good or excellent, and more than 98% 
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had “good feelings” about EI providers.2  However, the authors also concluded that parents from 
minority racial groups, of low education, or with low household income levels were more likely 
than other parents to report negative experiences with EI, such as reduced involvement in care 
decision-making and less individualization of services.2   
Two recent studies of the second type – focused on specific subpopulations of patients – 
examined satisfaction with EI among Navajo39 and Latino40 caregivers.  The first of these, which 
polled 52 female Navajo caregivers, found similarly high satisfaction levels to previous studies.  
Ninety-two percent of parents scored over 3.0 on a 4-point Client Satisfaction Questionnaire 
scale, 60% stated they would change “nothing” about their child‟s services, and 86% responded 
that there was “nothing” they had not liked about the services provided.39  Similarly to the 
NEILS, further analysis illustrated that parents with lower levels of education reported less 
involvement in care decisions.39   
The authors of the second study interviewed 200 Latino parents at length about their 
experiences with Part C programs, and uncovered significantly different findings.  In contrast to 
14 studies reviewed by McNaughton in 1994 – reporting satisfaction scores from 4.0-4.9 on a 5-
point scale with 82-99% of parents satisfied or extremely satisfied – this investigation revealed 
that only 39% of parents were mostly or very satisfied, with an average satisfaction rating of 3.3 
out of 5.40  This result supports the NEILS‟s conclusion that minority status may be a barrier to 
achieving satisfactory services.  However, unlike NEILS this study did not find that education 
level or socioeconomic status were associated with the degree of parental satisfaction.40   
Unsurprisingly, all three of these recent studies demonstrated a positive association 
between the extent to which providers‟ behavior reflected a family-centered focus and the 
degree of parental satisfaction with services provided.2, 39, 40  This is a common finding in 
healthcare satisfaction research, that more “personal” care – conveyed via better 
communication skills, empathy, and caring – often leads to higher levels of patient satisfaction 
regardless of the technical quality of the care provided.41 
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Coordination of Care for Families 
Anticipating the complexity inherent in managing a cross-disciplinary team of EI 
practitioners, IDEA requires Part C programs to assign each child a service coordinator who “is 
responsible for coordinating all services and serving as a single point of contact for 
parents.”31(p.5)  IDEA also designates seven distinct functions that the coordinator must fulfill, 
ranging from identifying available providers to assisting with the child‟s transition to preschool.36  
The fact that legislation which otherwise remains non-specific in its wording explicitly requires 
care coordination activities illustrates how essential successful integration of health-related, 
social, and educational services is to the child- and family-centered mission of EI.  
Much of the recent effort expended toward assessment in EI has focused on appraising 
child and family-related outcomes to determine the overall effectiveness of Part C services.  
However, in addition to government-driven assessments of EI‟s overall performance, Part C 
researchers and administrators have also turned their scrutiny to individual services and 
practices within EI, including coordination of care.  To further this goal, OSEP has funded the 
Research and Training Center (RTC) on Service Coordination and asked it to rigorously 
examine if and how coordination of care improves the effectiveness of EI services.  Under 
OSEP‟s grant, the RTC holds three primary goals: to explore and delineate current service 
coordination structures; to identify specific practices and outcomes associated with these 
structures; and to encourage the adoption of the most beneficial coordination structures.42 
States‟ Coordination Policies and Practices 
Studies on EI care coordinators in the mid to late 1990‟s43-45 indicated numerous 
problems ranging from insufficient contact with families, to lack of specific knowledge or skills, to 
de-centralization issues such as multiple treatment plans or coordinators per child.3  The first 
project undertaken by the RTC after receiving OSEP funding was to survey Part C coordinators 
in every state in order to characterize the status of their coordination policies.  The RTC hoped 
these results “could be used as a benchmark with which to compare future measurements of 
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the quality of the policy infrastructure” and also “offer insights into why service coordination is so 
problematic across the country.”3(p.90)   
This survey, whose findings were published in 2004, uncovered multiple gaps in state 
policies related to Part C service coordination.3  At the time of the survey, 73% of states did not 
clarify coordinators‟ authority to manage services obtained from multiple agencies – a common 
circumstance among EI participants – and only twelve states expressly forbade having more 
than one service coordinator per child.  In addition, fewer than half the states indicated an 
expected caseload per coordinator, and among those that did, this number ranged from nine to 
70.  Finally, a little more than half of states suggested a “philosophy” of service coordination 
(63%) or “desired outcomes” of this coordination (57%) in their policies. 
These results suggest that service coordination policy is highly variable across states‟ 
Part C programs – partly due to differences in state choices, but often secondary to a lack of 
policy initiative by the state.  This illustrates the downside of IDEA‟s legislative flexibility: 
although the generality of its guidelines enables state ingenuity, it also increases the potential 
for lack of direction.  In many states the absence of strict federal specifications appears to have 
produced uncertain management and vagueness of focus in relation to EI service coordination.  
Considering that the professional coordination of multidisciplinary services is essential to EI‟s 
mission as laid out in IDEA, coordinators‟ current lack of authority, poorly defined roles and 
responsibilities, and unreasonably-sized caseloads are significant barriers to Part C‟s success.  
As concluded by the RTC, states must develop “policies that contain knowledge of 
recommended practices, sufficient detail to guide effective implementation, and clarity 
concerning the intent and purpose of the policies.”3(p.95) 
More recent research by the RTC has focused on the second of its goals – to identify 
practices and outcomes associated with various models of service coordination.  In its 2006 
publication on this topic, the authors characterize three categories of Part C coordination 
structures.42  These include a “dedicated” model in which coordinators belong to a different 
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agency than providers, an “intra-agency” model in which coordinators work in the same agency 
as providers, and a “blended” model in which coordinators are themselves also providers of EI 
services.  Using caregiver surveys, RTC researchers examined the frequency with which 
coordinators in each structure performed nine types of recommended coordination practices, 
which had been deemed valuable by parents, providers, and administrators in a previous 
study.36   
They found that for seven of the nine recommended practices, coordinators working in a 
“dedicated” model delivered these services significantly less often than coordinators in either the 
“intra-agency” or “blended” structures.42  Furthermore, coordinators in a “dedicated” model had 
significantly fewer contacts with families and with early intervention staff.42  The study found no 
significant differences in practice between “intra-agency” and “blended” models except that 
coordinators in “blended” models tended to have more frequent contact with families and EI 
providers.42  This is unsurprising, since “blended” model coordinators are themselves providers 
of EI services, and thus would see both families and other providers on a regular basis for 
patient care purposes, even outside of their roles as service coordinators. 
This investigation‟s conclusions are unique and timely for the EI field, particularly since 
many states have recently adopted “dedicated” models of service coordination under the 
assumption that this structure would minimize coordinators‟ conflict of interest.42  Unfortunately, 
Part C administrators have traditionally had to make policy decisions in the absence of 
research-supported evidence, basing their choices instead on theoretical benefit or pragmatic 
constraints.  Although 60% of states report that service coordination is currently a “major focus” 
of monitoring for their Part C programs,3 these types of self-evaluation are not as useful as inter-
state comparisons, which can illuminate important differences in design and benefit.  Findings 
such as those revealed by the RTC‟s analysis will enable policymakers to pursue more informed 
decisions in the future in order to enhance the effectiveness and efficiency of their Part C 
programs. 
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APPENDIX C:  Recruitment Email 
Dear _____________(stakeholder title and name),  
Hello, my name is Stephanie Shelton and I am a student in the Schools of Medicine and Public 
Health at the University of North Carolina at Chapel Hill.  For my master‟s project I am 
conducting a comparative analysis of several states' Early Intervention programs for infants and 
toddlers with developmental delay.  As part of my research, I am interviewing individuals who 
are involved with and knowledgeable about the Early Intervention programs in their states in 
order to gain a better perspective on how these programs function. 
I am writing today to request permission to interview you by telephone as part of my research.  
My interview questions are open-ended, and I anticipate that the interview will last 20 minutes or 
more depending on the time you have available and information you desire to share.   
Please let me know if you would be willing to contribute to my project by allowing me to 
interview you about Early Intervention services in ______(state name).  I would greatly 
appreciate hearing your knowledge and insights about how Early Intervention functions in your 
state.  
 
Please also let me know of any other individuals with whom you recommend I speak about 
Early Intervention services in _______(state name).  
If you have any questions, do not hesitate to contact me or my faculty advisor, Dr. Sue Tolleson-
Rinehart from the Departments of Public Health Leadership and Pediatrics.  Our contact 
information is below.  It is our hope that the results of this research will be published in a 
scholarly journal in order to enhance public and academic understanding of the key variables 
determining the structure and effectiveness of states‟ Early Intervention services. 
Thanks very much for your time, and I look forward to speaking with you soon! 
Sincerely, 
Stephanie D. Shelton, MD/MPH Candidate 
UNC Schools of Medicine and Public Health 
stephanie_shelton@med.unc.edu 
919.259.2949 
Sue Tolleson-Rinehart, PhD 





APPENDIX D:  Structured Interview Protocol 
Influence of State Political and Economic Factors on the Structure and Effectiveness of Early 
Intervention Programs within the United States 
 
Stephanie D. Shelton 
University of North Carolina at Chapel Hill 
 
IRB Study #:      09-0800    
Principal Investigator:    Stephanie Shelton 
UNC-Chapel Hill Department:   Public Health Leadership 
 
Faculty Advisor:     Sue Tolleson-Rinehart, PhD 
UNC-Chapel Hill Department:    Public Health Leadership & Pediatrics 
       
Advisor Phone #:      919.843.9477 
Advisor E-mail:    suetr@unc.edu 
 
Study Contact Phone #:      919.259.2949 
Study Contact E-mail:     stephanie_shelton@med.unc.edu 
 
Introductory script, embedding study information and agreement to participate: 
Hello, I am Stephanie Shelton.  Thank you so much for talking with me today.  Just to remind 
you of my background, I am a student in the Schools of Medicine and Public Health at the 
University of North Carolina at Chapel Hill.  Currently, I am conducting research to fulfill the 
requirements of the Master of Public Health degree at UNC.   
 
I have asked to interview you to hear some of your thoughts and insights about Early 
Intervention services for infants and toddlers with developmental delay.  For my project I am 
specifically interested in what influences the policy decisions that are made about Early 
Intervention programs, and how these decisions affect the services provided. 
 
The interview may last anywhere from 20 minutes to one hour, depending on the time you have 
available and how much we find to discuss.  Of course you can stop the interview at any time.   
 
I would like to record the interview to ensure that I have the most accurate record of your 
comments, but will only do so if you give me permission.  If the interview is recorded, I will be 
happy to provide you with a copy of the interview‟s transcript at your request. 
 
I also will not identify your comments by name in my writing unless you grant me permission to 
do so today.  If you don‟t grant this permission, I will identify you by position only – for example, 
“An Early Intervention service provider in Kansas” or “A Part C program coordinator in Utah.”   
 
Before we continue, would you please tell me whether you:    
   AGREE to having this interview tape recorded with a digital voice recorder.   
 
   GIVE PERMISSION for the following information to be included in publications: 
 
  your name     your title        direct quotes from this interview  
                                                                         .                                                   . 
Name of Participant     Date 
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Thank you for your help with my project!  Now we are ready to begin. 
 
Introduction 
To start out, I‟d like to get a sense of your general background in Early Intervention. 
 
Could you tell me a little bit about how you first became involved with Part C in [state]? 
 
Characterizing States’ Early Intervention Programs 
Next I‟d like to ask you some basic questions about [state‟s] Early Intervention services.   
 
Would you tell me a bit about how [state‟s] Part C program is structured, in terms of state-level 
versus local administration of services? 
 
How do you feel that most people first hear about Early Intervention in [state]? 
 
Have there been any recent publicity efforts to increase awareness of Part C services? 
 
What are the most common routes for referral & enrollment in [state‟s] Part C program? 
 
 Do you feel that health care practitioners or child care workers in [state] are quick to 
 refer children to Early Intervention, or is a “watch and wait” attitude still common? 
 
Does [state‟s] Part C program work closely with any other state agencies serving young children 
for purposes such as joint enrollment, cooperative funding, or data sharing? 
 
Early Intervention’s Profile within each State 
Now I‟d like to get your views on your state‟s policy environment.   
 
When you think about [state‟s] Part C program, and [state‟s] needs as a state, which parts of the 
Early Intervention program would you say have attracted the most interest from policymakers? 
 
Do you feel that the political culture in [state] has made it any harder or easier to get Early 
Intervention services established?   
 
What about public opinion – has Early Intervention had much media coverage or interest group 
activity in [state]? 
 
Many programs have champions who act as key spokespeople to support their development.  
Does [state] have any particular champions who have helped its Part C program?   
 
Influential Variables in Part C Policy Decisions 
Next I‟d like to hear about the daily workings of your Early Intervention program. 
 
Could you tell me a bit about the main funding sources for Early Intervention in [state]? 
 
Every state seems to be struggling with budget problems at the moment.  Has [state‟s] 
 Early Intervention program suffered any funding cuts this year?   
 
Have funding problems and/or increases in enrollment caused [state] to change its eligibility 
requirements for Early Intervention? 
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What about the availability of Early Intervention service providers – has that been a problem at 
the state or local level in [state]? 
  
Does [state] maintain any specific training requirements for its Part C providers? 
 
I‟m also curious about the role of the state ICC in [state].  Do you feel that it allows the different 
groups involved in Early Intervention to give constructive input, or is it mostly a forum for 
discussing decisions that have already been made? 
 
Measuring Outcomes of Early Intervention 
OK, this is my last group of questions, and it‟s about OSEP‟s new reporting requirements for 
child and family outcomes. 
 
Could you tell me how [state] has gone about implementing a system for collecting this data? 
 
How much of a change are the new requirements from any data you were previously collecting? 
 
Was the transition smooth or bumpy in terms of training [state‟s] providers to collect this data? 
 
Have the ECO Center‟s publications and recommendations about how to collect and report 
these new outcomes been helpful to [state]? 
 
Have Early Intervention administrators or providers in [state] found OSEP‟s outcome data to be 
useful for quality improvement purposes within their programs? 
 
In addition to these required outcomes, does [state‟s] Part C program collect any parental 
satisfaction information?  
 
Closing 
That‟s the end of my questions!   
 
Is there anything else you think I should know about how Early Intervention functions in [state] – 
either particular strengths of the program there, or challenges you are facing? 
 
Thank you very much for your time!  I really appreciate the opportunity to hear your perspective.   
 








APPENDIX E:  Methods for Coding Interview Transcripts 
After completing and transcribing all 14 interviews, I reviewed these transcripts 
systematically and coded them for concepts pertaining to my research questions.  I began with 
17 codes, based on the knowledge I had acquired during the first phase of the study (systematic 
review of published literature and analysis of public documents), and the topics of my interview 
questions.  When, in the course of reviewing an interview, a new concept or theme emerged 
that did not fit an existing code, I created a new code for this concept, and went back through all 
other transcripts to evaluate them for the presence of this new theme.  By the end of this 
process, I had created a total of 41 codes.  I performed the coding of transcripts in Microsoft 
Word, noting the locations where each concept was discussed and marking particular 
quotations that pertained to that concept for later reference.  I then tabulated the results of my 
coding in Microsoft Excel, grouping by state.  The coded transcripts and these tabulated results 
formed the basis for the main findings of my study, detailed in the body of this paper. 
 
 
